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Chapter 7 
Living with hep C: the quest to feel better 
Usu \11/ullcr 
Living with hep C is not easy. It can be extremely debilitating. Treatment can 
be difficult to access and a rough ride for some of the relatively small number 
of people who undergo it. Many people with hep C who feel well are still 
burdened by their positive status because they fear being judged if they dis-
close their condition. This is not an irrational belief, as many report experi-
encing discrimination (Anti-Discrimination Board of NSW, 2001). However, 
the price for avoiding such judgment is the loss of personal and community 
support that makes living with a serious illness much more bearable. 
Once I was diagnosed, my experience was that I had to take charge of my 
own health if I wanted to feel better. This meant improving my eating and 
exercise habits, giving up smoking and alcohol, going to bed earlier, reducing 
my workload, and becoming a discerning health consumer and minor author-
ity about my own condition. Taking responsibility for feeling as well as you 
can is empowering in the face of a medical condition, especially one that can 
make you feel completely exhausted, depressed, and frustrated by your limi-
tations. Living with hep C can sometimes make it hard to meet our obliga-
tions and can rob us of activities we love. I've met people who once enjoyed a 
particular sport or social activity, but have had to give it up in response to the 
severity or unpredictability of their illness. It's not easy putting up with pain 
and discomfort; however, it is giving up things we love or not being able to 
enjoy them as much that can make this condition so heartbreaking. This loss 
can also be a powerful incentive to do everything in our power to feel as well 
as we can, undergoing what can be long and difficult courses of treatment, to 
feel well again and be able to enjoy our lives. 
One of the paradoxes of hep C infection is that for many people living with 
the virus being diagnosed has a big upside, as the lifestyle changes it prompts 
can make them the healthiest they have ever been. 
The other great paradox is that it truly is the 'needle' disease. For those who 
contracted the virus through injecting drug use many years ago, it is a cruel 
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irony to find that needles play such a huge role in treatment and management 
of the virus. The battery of blood tests, possibly liver biopsy, and injections of 
interferon can be an uncomfortable reminder of a period in our lives that we 
would rather forget but cannot while we have to battle our illness. 
I think I contracted hep C during a brief period of injecting drug use in 
1985. I was not diagnosed until March 2000. Being unaware of my positive 
status for so long is not rare. Many people who dallied with drugs in their 
youth, before there was a test for hep C, who moved on with their lives with 
no symptoms for a decade or more, find themselves feeling very unwell. 
Diagnosis can mean coming to terms not only with their serious illness but 
also with their past. 
Making big lifestyle changes can be challenging, as can the issues that 
arise every time you have to decide whether or not to disclose your positive 
status. Then there's the issue of negotiating your way through the health 
system, and, ultimately for many, having to consider a fairly serious course of 
medical treatment that may, or may not, result in 'the cure'. The future can 
seem bleak on the worst days. 
In the nine years since I was diagnosed I have seen big improvements in 
the management and treatment of hep C, and community awareness has 
increased. There is, however, still much work to be done to make the hep C 
journey a less rocky one for the more than 200,000 Australians living with the 
virus. 
VISITING HEALTH SERVICES 
It is of fundamental importance to have a general practitioner (GP) who is 
knowledgeable about hep C and who is not going to judge you for your medi-
cal condition. Howeyer, it is not always easy to find such a doctor, especially 
if you live in a rural or remote part of Australia. The situation is improving in 
the bush, as much work is being done by organisations such as the Australa-
sian Society for HIV Medicine (ASHM) to provide rural doctors with educa-
tion on hep C and training in overseeing treatment. However, many people 
still report difficulties in finding a doctor who can meet their needs. 
GPs can provide a great deal of information and support, as well as refer-
rals not only to hospital liver clinics, but also to dietitians, social workers, and 
other health professionals such as psychologists. They can provide informa-
tion, health education, and some treatments to help manage the symptoms of 
hep C infection. For people struggling to meet their work and other obliga-
tions, having a GP who knows you, and who understands that sometimes 
hep C can prevent you from carrying out your normal activities, is very 
important in helping to reduce stress and manage your life. In many regions 
the GP's role in the provision of treatment is growing. It is a blessing to be 
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able to see a local doctor rather than travelling hundreds of kilometres to the 
nearest specialist liver clinic. 
Knowing as much as possible about hep C treatment options and ways of 
improving your own health can make being diagnosed and living with the 
virus much easier, and GPs have a major role to play in this. 
For people having difficulty in finding a good GP, the state Hepatitis C 
Council can help with lists of doctors who have had training in diagnosis and 
management of hep C or who are known to offer good services to people 
living with the virus. The councils produce excellent resources about hep C 
and also offer telephone and other support services. While these resources 
are available through GPs and liver clinics, they can also be ordered directly. 
Magazines and websites produced by the councils keep people living with 
the virus up-to-date with advances in treatment, offer peer support through 
getting involved in a community of positive people, and provide information 
and support on all aspects of living with the virus. 
These resources are especially valuable when you have just been diag-
nosed and want to find out as much as you can about hep C. Being well-
informed about all aspects of the hep C infection, what you can do to reduce 
its impact on your health, and what kind of medical help is available, makes 
the journey easier. The resources are also fantastic for helping family, friends, 
and others understand what is happening to you. Hep C is a complicated 
topic and, sometimes, it can be difficult to answer all their questions when 
you are trying to come to terms with it yourself. It's a great help to offer a 
telephone number or hand over some excellent pamphlets, or to direct a 
friend to a website with its wealth of information. It means the person you 
want to understand your experiences can find out more at their own speed 
and in their own time. When the people in your life know how hep C is con-
tracted, how it can affect you, the role they can play and what's involved in 
management and treatment, they also feel supported and are better equipped 
to help you. 
Having friends or family to accompany you to medical appointments is a 
great asset. A visit to the liver clinic or a specialist's appointment can involve 
being given a lot of information, and sometimes it can be difficult to take it 
all in, especially if you are feeling unwell or are suffering from the 'brain 
fog' that is common in people with hep C. If a family member or friend can 
sit in on the appointment, they will often be able to discuss what was said 
with you afterwards, or raise questions that you may have forgotten you 
wanted to ask. 
If you are working up to, or undergoing, treatment, a hospital visit can be 
a tiring round of seeing the nurse, then the specialist, going for blood tests, 
perhaps a consultation with a social worker or dietitian, and a visit to the 
pharmacy to collect your medication. If a friend or family member can drive 
you to and from your appointment and keep you company, it can make the 
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visit much less exhausting. It also provides them with an opportunity to 
show how much they care, to deepen their understanding, and to feel 
involved in your journey. It's good for relationships if these others are able to 
share their questions and concerns about your health and treatment. 
The value of personal support cannot be underestimated, but for some 
people with hep C the fear of being judged and possibly rejected by their loved 
ones is immense. Even if people feel there is no one close to them who they 
want to know about their positive status, there is support available through 
hepatitis C councils and many hospitals also facilitate peer support groups. 
The nurses and social workers in liver clinics are well aware of the issues 
many people have with disclosure, and are able to provide more than just 
clinical services for their clients. 
The nurses at Nepean Hospital in Sydney's western suburbs offered me 
wonderful support. Their care and their belief that I would get better was a 
very important part of my successful treatment. 
SYMPTOMS-IS IT MY HEP C? 
In homoeopathy there is a remedy called pulsatila for those who weep at music. 
Anais Nin, A Spy in the House of Love 
I didn't understand this line when I first read it 20 years ago. I didn't know 
what homeopathy was and the idea of a 'remedy' for an emotional state made 
no sense to me. However, in 2000, when I couldn't stand to listen to music, I 
went to see a homeopath who gave me magnesia muriaticum and nux vomica. It 
really helped. 
At the time I was seeing a lot of doctors and nurses because I was doing 
the big combo hep C treatment. They gave me excellent medical care and 
I 
understanding but I did not mention my problem with music because it had 
never been suggested that it was a hep C-related symptom. I just thought the 
doctors would think I was a bit mad, or put it down to depression and maybe 
offer me some treatment for that. 
However, I wasn't clinically depressed. I just couldn't stand to listen to 
more than a couple of bars of music of any description, which was disturbing 
as it's always been food for my soul. I consulted the homeopath, knowing 
she'd not only take my condition seriously but would also offer me some 
treatment. I wasn't at all surprised when she said the problem stemmed from 
my liver. 
Hep C is not diagnosed through people describing symptoms. Many will 
experience no symptoms for years after contracting the virus, or ever, in 
many cases. Hep C diagnosis is all about risk factors and blood tests. We are 
strongly encouraged to manage our illness through good diet, reducing 
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stress, exercising and finding enjoyment in life, and taking some medica-
tions to reduce our discomfort such as depression and mild pain. I can 
personally attest that this approach can significantly improve well-being, 
but I wonder if symptoms would get more attention if they were part of the 
diagnosis. 
Symptoms are the reality of living with hep C, but inquiries to doctors 
about specific pain and discomfort can often lead nowhere. 'Could this be a 
symptom?' is likely to be met with, 'well, it could be', and, more often than 
not, no advice about management is offered. In the hepatitis C literature, 
symptoms are nearly always described in very broad terms such as 'flu-like', 
'aches and pains' and 'fatigue', whereas people's experience of them is often 
very specific. This translates into positive people being unsure whether what 
they are experiencing is a symptom of the infection or a separate complaint. 
At one point I had debilitating pain and lack of movement in my feet and 
lower legs in the mornings. I would have to set the alarm half an hour earlier 
than I needed to get up, just to get my feet and legs working. That's hard 
when you're really exhausted every day. At that point in my illness I could 
barely cope with the idea that I might have another chronic condition such as 
arthritis, but the doctor was non-committal in his response and didn't inves-
tigate my discomfort further. (The pain abated after a course of Chinese herbs 
and I have since met many other positive people who complain of exactly the 
same condition.) 
I know and meet a lot of people living with hep C, so I'm not surprised 
when someone says to me 'I've got this rash, this pain, this intolerance-could 
it be my hep C?' It happens all the time. They are always relieved when I say 
I think it could be related to the virus because I've had the same problem, or 
know of others with the same complaint. Of course, there is always the pos-
sibility that it could be another condition altogether, and if we just attribute 
everything to hep C we may miss something else that's going wrong. Another 
important factor is that many people with hep C have other health issues, 
making it even harder and more frustrating to work out what's what. 
Many people with hep C turn to complementary therapies. Even though 
they are not a 'cure', they address overall health, acknowledge specific symp-
toms, and provide treatment and strategies for the person trying to cope with 
illness. Often that's just what's needed. Having your reality reaffirmed means 
a lot to many people and empowers them to take charge of their health. It's 
important that doctors and others treating you are aware of any alternative 
medicines or treatments you are taking. In my experience they were not wor-
ried by my courses of Chinese and Western herbs, yoga and meditation 
classes, or homeopathic treatments, and showed interest in whether I found 
them helpful, which I did. 
Reader surveys conducted for the Hepatitis Council of NSW's quarterly 
magazine Hep C Review show that complementary medicine is the topic 
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positive people want to read about more. Western treatment is not for every-
one-some just don't like the idea of it, they don't fit the strict criteria, they 
don't feel 'sick enough', or perhaps they've tried and the treatment has 
failed. Currently, Australian medical researchers are doing some exciting 
work to identify symptoms and how they occur, and to measure the impact 
they have on our lives. Hopefully this will result in better management and 
treatment of hep C symptoms. 
At the 2003 Australasian Society for HIV Medicine (ASHM) conference, 
Carolyn Lang, of the Department of Medicine at the University of Queens-
land, presented her research on symptoms and what she called temporal clus-
tering (attacks of symptoms) in people living with chronic hep C infection 
and their effect on people's quality of life (Lang 2006). When Carolyn dis-
played her table of symptoms to the audience it brought tears to my eyes: there 
was 'noise intolerance'. The list of 21 symptoms and her description of how 
they occur in clusters, or attacks, was so life affirming-yes, that's what it's like 
to have hep C. It was the first time my symptoms had been described to me as 
I had experienced them-as attacks. For some of these symptoms, like the 
noise intolerance, I had sought complementary therapies without knowing for 
sure that they were symptoms of hep C. 
Lang found most of the 188 participants in the study experienced recur-
rent debilitating episodes, or 'hep C attacks1, something that had not been 
described previously. The 10 most prevalent symptoms, in order, were physi-
cal tiredness (86%), irritability (75%), depression (70%), mental tiredness 
(70%), abdominal pain (68%), forgetfulness (65%), sleep problems (65%), joint 
pain (64%), poor concentration (62%), and general body pain (57%). Sixty-two 
per cent of people reported experiencing 'hep C attacks', or temporal cluster-
ing. In all, 21 symptoms were identified. It may surprise some that 'irritabil-
ity' comes in as the second most prevalent symptom. If this were more widely 
understood and acknowledged it would help people to be a little bit easier on 
themselves for a start-so instead of thinking 'I'm just a bitch', the reality is 
it's the disease that's a bitch. It would also make life easier on relationships if 
those around us knew that for certain also. 
Twenty-eight other symptoms were reported, but only by one or two par-
ticipants each. These were excluded from further analysis, but it would be 
very interesting to see how many of them would be confirmed by a larger 
study. One of the best things was that 'fatigue' was not there as a symptom-
it was broken down into five specific conditions more accurately reflecting 
what people experience. After all, poor concentration is not the same thing as 
physical tiredness. The old 'flu-like symptoms' gets broken down the same 
way. Joint pain may feel more like arthritis than the flu. Participants were 
also asked if they could identify what triggered or relieved their symptoms. 
Stress was found to be a major factor, and poor diet was also identified as 
being able to set off an attack. More than 70% identified ways to relieve 
symptoms. Sleep was consistently identified as an important strategy, and a 
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healthy diet, low in fat, carbohydrates, and sugar, and drinking more water, 
also rated highly. 
The list of 21 symptoms is certainly not exhaustive. For example, in the 
same session of the ASHM conference, Dr Andrew Cheng (Special Needs 
Unit at Adelaide Dental Hospital, South Australia) gave a presentation called 
'Hepatitis C and Periodontal Diseases: A Review' on research his institution 
had conducted on hep C and gum disease. Cheng reported that it was estab-
lished that hep C infection has a significant impact on oral health. He found a 
significant difference in the number of teeth missing in the hep C group (an 
average of six teeth gone) in comparison with the control group (with an 
average of two teeth missing). Hep C was found to cause dry mouth, an 
increased frequency of salivary gland stones, and gingivitis. Dr Cheng 
reported that the hep C virus replicates the gingival tissue that directly con-
tributes to periodontal (gum) disease, which is very important in terms of 
overall oral health. 
Dr Cheng's research aims to help dental practitioners to provide appropri-
ate treatment. For this to happen, more professional education is needed for 
dentists and people living with hep C about how the virus compromises oral 
heath and what steps can counter it, and also issues around disclosure and 
discrimination. For many people with hep C, the cost of maintaining good 
oral health is a major issue. 
I have used some quotes from others living with hep C to illustrate the 
point better. 
Anne 
I've been to the doctor twice about my ankles-they're so big and puffy and 
they feel sprained. They're so painful I can't bend them from side to side. You 
can't see the anklebone any more and I can't cross my legs because it's too 
painful. The doctor said it was arthritis. Then I was talking to a guy I know 
who's just finished [interferon/ribavirin] treatment and he's got the same 
genotype as me and when I said about my ankles, he has exactly the same as 
I've got, but his have turned black and he still can't wear shoes. I thought it had 
to come from that [hep C] because I don't know what else. But it is hard to 
know-I've got trouble with my thyroid, I take methadone, and I've got early 
menopause. 
Paul 
Until you just mentioned about noise sensitivity I didn't know that was a 
symptom. I don't get it with music-it's talking for me. When I'm in a room and 
lots of people are talking it can really get to me. I get light sensitivity as well. Is 
irritability actually a symptom? I just thought I was a cranky person! 
I did some Chinese medicine for my symptoms but it got to be too expensive 
on the pension. Depression is a big one for me. I have clinical depression as well 
as hep C. I suffer from sleeplessness-I'm lucky to get four hours a night and I 
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get confused whether it's because of the hep C or the depression. I find it frus-
trating living with hep C. I know a lot of people who don't seem to get that 
many symptoms, mainly tiredness and abdominal pain, but I get such bad 
attacks that basically I don't know how I'm going to be from one day to the next. 
It's frustrating, debilitating, and also depressing. 
Kelly 
I didn't think I had many symptoms for a long time because I wasn't really sick 
in the way they say. Then I realised some of the things-like my aching, 
cramping ankles and the backs of my legs-were actually symptoms. I get 
depressed and I'm not good in the mornings-struggling to get up and get 
going. The irritability can be bad-I'm a smgle mum with two kids-it's a lot-
and I start getting irritable with them. Not being able to concentrate and sleeping 
are issues, and I've had big problems with eating and nausea. I can go for days 
without eating and have to force myself to eat a little bit and I just feel like 
throwing up. I take multivitamins, but that's all. It does come in attacks. I'll feel 
OK for a few weeks, then other times not very well. Tiredness is the most con-
sistent. I've been studying for a diploma at TAPE and I would have finished it 
last year but I got really tired and I just couldn't concentrate. I've been trying to 
find a good doctor. They don't give any advice if you're feeling sick. They just 
send you for a liver function test and then they say if your liver function tests are 
OK then you're OK The doctor says I'm fine-so why am I struggling so much? 
DISCRIMINATION 
I first spoke in public about the politics of hep C in 2001 in a submission to an 
enquiry conducted by the NSW Anti-Discrimination Board (ADB) about hep 
C-related discrimination, and I've been telling that story ever since (Anti-
Discrimination Board of NSW, 2001). People with hep Clive in such fear of 
the consequences of disclosing their positive status that many will not tell 
those closest to them, let alone disclose in public. 
Discrimination comes from two sources: ignorance and confusion about 
hep C, which cause fear and misunderstanding; and the close association of 
the infection with injecting drug use means people are often judged for their 
assumed association with illegal and highly stigmatised behaviour. 
You would think that the last place that you would encounter discrimina-
tion on the basis of a health condition would be in a health-care setting; but 
one of the major findings of the enquiry chaired by then Anti-Discrimination 
Commissioner Chris Puplick was that discrimination was most often 
reported to occur when people sought medical attention. 
In 2000 my doctor informed me that I had hep C. She offered very little 
information about the disease and made it quite plain that she didn't want to 
know about me or my illness, despite the fact I had been attending her practice 
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for seven years and I was very sick. I believe her diagnosis was not that I had a 
serious liver disease, but that I had an untreatable moral malady. If I had been 
one of the many people who are diagnosed with hep C before they experience 
any symptoms I would have left her rooms, not told a soul, and tried to forget 
all about it-but I was too sick I knew I needed medical attention and I 
couldn't believe this doctor was telling me nothing could be done and that I 
just had to get on with my life as best I could. I didn't go home filled with 
righteous indignation and contempt for that doctor. I was consumed with self-
loathing. I felt like a piece of human debris-unclean and totally unworthy. 
However, I was fortunate. It was 27 March 2000, the day NSW Health 
launched its world-first multimedia awareness campaign. There were people 
talking on the evening news about hep C and discrimination, and the NSW 
Hepatitis C Council helpline number appeared on the screen. I discovered 
support and treatment services were available, and once I called that number 
I was on the road to recovery-but the shame I felt was hard to shift. After my 
experience with the doctor I was frightened of some people finding out about 
my illness. I'm not alone in that. I've met lots of people with hep C and many 
of them just don't want to talk about it, or when they do they come out with 
this medieval notion that their illness is direct payment for their sins. I think 
this internalised 'userphobia' is one of the reasons we are so vulnerable to 
being treated in a shabby manner, and that when we are discriminated 
against we just wear it. 
We hardly ever make a formal complaint. We remain silent because we 
fear the very real consequences of identifying ourselves as hep C positive. 
After all, it could end up written in fluorescent marker in big letters above 
our hospital beds, as happened to one friend of mine. The most common fear 
is that it will be translated in the minds and conversations of others to 'junkie', 
whether or not we have ever injected drugs. 
I think it's important to note here that when I sought help to overcome my 
problems with heroin back in 1985, I was not made to feel like a social pariah. 
My family doctor was very compassionate and caring and treated me as a 
good person with complex health problems. I received great care and encour-
agement to stay clean and deal with the problems that had caused me to turn 
to heroin in the first place. Her treatment was a huge success for me. 
There was no test for hep C when she was treating me, but I know in my 
heart that she would have ordered one if she could, and, unlike the relatively 
young female doctor who diagnosed my hep C in 2000, she would have given 
me pre- and post-test counselling and referred me to a liver clinic. After my 
appalling experience of diagnosis, that old family GP, whose good work I was 
thankful for at the time but largely took for granted, has became a personal 
hero of mine. 
Since the ADB inquiry, some important steps have been taken to reduce 
discrimination in New South Wales, especially in medical settings and the 
general community, mainly through education and awareness campaigns. 
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The inquiry also showed that some industries, especially the funeral and 
insurance businesses, needed to make significant changes to the way they 
treat people with hep C and their families. 
The nexus between illicit drug use, which is such a highly stigmatised 
activity, and hep C is still a huge barrier to reducing discrimination and fear 
of discrimination (Treloar 2003). It is difficult to see how this will change in 
the short term while many politicians and conservative media commentators 
keep drug use firmly in the criminal arena. By contrast, good work continues 
to be done to change the perception of illicit drug use to one seen as primarily 
a health issue. People living with hep C can help to break the discrimination 
barriers down by challenging negative stereotypes. For instance, the positive 
speaker programs run by some hepatitis C councils are powerful vehicles for 
changing attitudes. 
We have very good treatment for hep C now, and it will continue to 
improve. I am extremely grateful for the treatment I received in 2000-01 that 
cleared the virus from my body, and I am heartened by figures that show it is 
working for more and more people and becoming more accessible. It means 
that not only can we look forward to getting rid of the virus, but also to get-
ting rid of the stigma it carries with it. 
However, good treatment is not the only thing that is needed to reduce the 
impact of hep C on us as individuals and a community. Education is also criti-
cal, ranging from individuals knowing what they can do to improve their 
own well-being and the services that are available, to good general awareness 
of hep C in the community, which can make life much better for people living 
with the virus. 
KEY MESSAGES 
• Taking steps to maximise personal health and gain knowledge about hep 
C improves quality of life and makes management decisions easier. 
• Having support is crucial. Finding a good GP, making contact with the 
local hepatitis C council, and having friends and family around really 
help, but not everyone feels comfortable disclosing their positive status at 
home or in the community. 
• People living with hep C can experience debilitating symptoms but are not 
always sure that an ache or pain is due to the virus. Recent research shows 
there are more than 21 symptoms and they occur in clusters. 
• Discrimination is caused by poor understanding of the virus and by its 
strong association with injecting drug use, and has a range of detrimental 
effects on people living with hep C. 
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